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Introduction 


The  purpose  of  this  Idea  Grant  is  to  describe  and  elaborate  the  perceptions,  beliefs,  and 
culturally  embedded  meanings  about  breast  cancer  and  breast  cancer  screening  reported  by  a 
population  of  low  income,  uninsured  African  American  women.  There  were  two  phases  to  the 
study:  Phase  I  involved  case  intensive  interviews;  these  were  completed  during  this  past  funding 
year.  Phase  2  will  involve  focus  groups  and  will  be  the  main  focus  of  this  next  funding  year. 
Both  phases  involve  a  population-based  sample  of  low  income,  uninsured  African  American 
women  in  Washington  state  who  were  eligible  for  but  declined  to  receive  a  free  screening 
mammogram  when  outreached  by  an  indigenous  community  worker.  Accomplishments  in  the 
past  funding  year.  Year  03,  are  described  next.  We  have  been  granted  a  no-cost  extension  for 
doing  Phase  2  work  for  Year  04  activity. 

Body  of  Annual  Report 

Statement  of  Work 

The  approved  Statement  of  Work  and  each  related  activity  is  contained  in  Figure  1. 


Figure  1:  Approved  Statement  of  Work 

1.  Train  intermediaries  on  protocol  for  inviting  women  into  study.** 

2.  Formalize  linkages  between  recruitment  sources  and  study  team.** 

3.  Establish  linkages  between  outreach  workers  and  interviewers  and  study  team.** 

4.  Develop  spreadsheets  for  tracking  target  and  accessed  sample.** 

5.  Identify  target  sample  of  women  for  interviews.** 

6.  Convene  Community  Advisory  Committee  to  pre-screen  interview  schedule.** 

7.  Conduct  intermediary  contact  calls  to  eligible  women.** 

8.  Conduct  interviews  for  Phase  1  by  trained  interviewers.** 

9.  Train  Project  Manager  on  open  coding..** 

10.  Conduct  meetings  of  interview  team..** 

11.  Transcribe  interviews  for  Phase  1..** 

12.  Do  open  coding  of  interviews.** 

13.  Convene  meeting  of  Community  Advisory  Council.** 

14.  Convene  on-going  meetings  of  Community  Advisory  Council.** 

15.  Complete  Phase  1  interviews.** 


**  Denotes  that  all  activities  have  been  completed.  Details  follow  below. 


STATEMENT  OF  WORK 

1.  Train  intermediaries  on  protocol  for  inviting  women  into  study. 

STATUS:  Completed. 

Dr.  Lewis  trained  clinic  outreach  workers,  including  clinic-based  site  intermediaries,  on 
the  protocol  for  inviting  eligible  women  into  the  study  in  Year  03.  This  included  training  clinic 
intermediaries  for  a  “third  wave”  of  recruitment  that  was  conducted  for  this  past  funding  year 
(Year  03).  Lewis  trained  four  clinic  based  intermediaries  that  were  linked  to  the  medical  clinics 
that  were  available  to  offer  free  screening  mammograms  to  the  women. 

STATEMENT  OF  WORK 

2 .  Formalize  linkages  between  recruitment  sources  (agencies  subcontracted  to 
outreach  eligible  women)  and  the  investigative  team. 

3.  Establish  linkages  between  outreach  workers  and  interviewers  and  investigation  team. 
6.  Convene  Community  Advisory  Council  to  pre-screen  interview  schedule  for 

study. _ 

STATUS:  Completed. 

During  the  past  funding  year  we  continued  to  carry  out  our  Community  Advisory  Council 
meetings.  We  presented  our  results-to-date  to  this  council  at  two  different  meetings  and  have  begun  to 
work  with  them  to  generate  a  new  grant  based  on  study  results  from  the  Phase  1  interviews.  A  summary 
of  the  content  of  the  handout  at  the  meeting  during  November,  2002,  follows.  This  handout  relates  to  a 
portion  of  the  categories  that  were  identified  from  the  coded  interviews.  Specifically,  we  were  reporting 
what  women  said  to  the  question,  “What  are  the  greatest  fears,  if  any,  you  have  about  breast  cancer?”  The 
categories  of  responses  are  underlined  in  the  text  below;  the  numbered  text  are  the  verbatim  statements 
from  the  study  participants.  The  words  of  the  categories  are  stated  in  the  words  of  the  women;  they  are 
not  the  words  of  the  research  team. 
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Breast  cancer  will  take  vour  life. 

1 .  I  just  know  that  it  [br  ca]  will  take  your  life  if  you  have  it . . . 
because  I  do  worry  about  death. 

2.  I  do  think  that  they  don’t  have  a  cure  for  cancer,  no  type  of 
cancer. 

3 .  So  when  you  get  cancer,  you’re  through. 

4.  He  [Lord}  may  just  prolong  your  life  to  give  you  a  little  longer 

to  live,  you  know,  but  it  eventually  comes  back  and  get  [sic]  you  and  kills  you. 

5.  Breast  cancer  might  take  my  life. 

6.  Breast  cancer  could  kill  me. 

7.  If  you  don’t  find  it  in  time,  it’ll  spread  and  end  my  life. 

Finding  breast  cancer  from  a  mammogram  would  be  devastating. 

1 .  My  biggest  fear,  than  when  I  do  go  and  have  one  [mammogram],  I  might  get  some  harsh 
news. 

2.  Since  I’ve  never  been  checked  for  it  [br  ca],  that  I  would  find  out 
I  have  it. 

3.  I  don’t  really  fear  it  [br  ca],  but  I  think  if  I  was  told  that  I  had  it,  I 
would  be  fearful. 

4.  And  I  go  this  one  particular  [for  a  mammogram]  and  I  have  it  [br  ca], 

I’m  gonna  be  particularly  devastated. 

5.  Fear  of  the  unknown;  I  dread  next  week  [mammogram  appt]. 

You  won’t  get  breast  cancer  if  nobody  (sic)  in  vour  family  never  had  it. 

1 .  I  really  don’t  have  any  fears  about  breast  cancer.  Nobody  in  my  family  ever  had 
it. .  .I’ll  never  get  it. 

2.  I  was  led  to  believe  that  it  wasn’t  important  for  me  to  have  regular 
screening  because  it  doesn’t  run  in  my  family. 

Having  one  breast  would  bother  me  if  I  had  a  man. 

1 .  That  would  be  hard  trying  to  initially  find  a  mate  and  to  feel 
relaxed  okay  and  feel  feminine. 

2.  I’d  probably  be  forever  celibate. 

3.  I’d  always  feel  guilty  and  shy  [even  if  I  did  have  augmentation]. 

4.  [I’d  feel]  exploited,  being  rejected,  being  laughed  at,  taunted  [by  men]. 

5.  . .  .wondering  if  he  [mate]  thinks  he’s  hurting  me  or  wondering  if  he’s  pulling  away, 
being  repulsed 

6.  I  would  not  want  a  man  to  even  see  me,  period. 

Having  part  of  vour  body  gone  makes  you  feel  less  than  a  woman. 

1 .  A  mastectomy  has  got  to  be  the  most  challenging  [sic]  that 
anybody  could  have. 

2.  [with  a  mastectomy]  I  just  can’t  imagine,  you  know,  what  a  woman  goes  through. 

3.  They  feel  less  of  a  woman  because  part  of  their  body  is  gone. 

4.  I  could  see  where  someone  who  had  lost  their  breast  wouldn’t  feel  normal  anymore, 
you  know,  like  a  woman. 


6 


When  you  open  your  body  up  fbreast  sureervl.  the  cancer  spreads  to  some  other  part  of  vour 
'  body. 

1 .  Once  you  open  that  area  up  [the  breast],  wherever  the  cancer’s  located,  it  just  send  it 
throughout  your  body. 

2.  When  they  open  you  up  and  cut  on  you,  I  think  it’s  freeing  the  cancer. 

3.  They  cut  on  you  and  the  next  thing  you  know  it’s  spread  to  some  other  part  of  your  body. 

4.  If  you  had  never  let  them  cut  you,  you  would  never  ever  got  air,  and  then  it  wouldn’t  be 
bad. 

Study  results-to-date  were  presented  to  the  Tacoma  Pierce  County  Health  Department 
and  their  community  partners  as  well  as  to  the  Board  of  Directors  of  the  Susan  G.  Komen 
Foundation,  Puget  Sound  Affiliate.  This  latter  Foundation  is  the  single  largest  contributor  to  free 
screening  mammograms  for  fiscally  challenged  women  in  our  region,  second  only  to  the  Breast 
&  Cervical  Health  Program  of  Washington  State.  The  Komen  Foundation  has  encouraged  us  to 
submit  a  new  grant  based  on  our  study  results  that  we  have  presented  at  their  most  recent  Board 
meeting.  We  have  already  begun  to  generate  that  grant  and  plan  to  submit  it  for  the  September 
15, 2003  deadline. 

Membership  of  the  Community  Advisory  Committee  (CAC)  includes  members  and 
supervisors  from  the  recruitment  sources  as  well  as  additional  stakeholders  from  the  community, 
local,  regional,  and  state-wide  government  and  agencies.  The  composition  of  this  Committee 
continues  to  be  essential  to  the  on-going  support  and  access  to  the  study  population  as  well  as  to 
the  future  dissemination  of  study  findings  into  sustainable  outreach  activities  and  programs  for 
fiscally  challenged  African  American  women  in  Washington  state.  Ms.  Phillips- Angeles 
provided  the  leadership  for  these  meetings  and  worked  with  Lewis  and  members  of  the  advisory 
committee  to  set  the  agenda. 

Members  of  the  Community  Advisory  Committee  include  Dr.  Maxine  Hays,  M.D.,  the 
senior  Health  Officer  of  the  state  in  the  Washington  State  Health  Department;  Cherie  Minear, 
Program  Director,  Puget  Sound  Affiliate,  Susan  G.  Komen  Breast  Cancer  Foundation;  Dr.  Cobie 
Whiten,  PhD,  state  epidemiologist  for  the  Washington  Breast  &  Cervical  Health  Program;  Tara 
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Chestnut,  Program  Coordinator,  YWCA-Encore  Plus,  Tacoma;  Etta  Williams,  Senior  Services  of 
Seattle/King  County;  Shelly  Cooper- Ashford,  Center  for  Multicultural  Health;  Karen  Fennell, 
C.H.N,  Pierce  County  Breast  &  Cervical  Health  Program;  Dr.  Patricia  Dawson,  M.D.,  among 
others. 

STATEMENT  OF  WORK 

4.  Develop  spreadsheets  for  tracking  target  and  accessed  sample. 

5.  Identify  target  sample  of  women  for  interviews. 

8.  Conduct  intermediary  contact  calls  to  eligible  referred  women. 

STATUS:  Completed. 

In  Year  03,  we  conducted  a  third  wave  of  contacting  the  eligible  study  participants, 
expanding  to  10  or  more  phone  contacts  by  the  intermediary  before  we  identified  the  woman  as 
“not  reachable.”  This  outreach  involved  Dr.  Lewis  training  6  new  community-based  site 
intermediaries  as  well,  a  new  Assistant  Research  Manager,  and  a  new  interviewer. 

We  plan  to  write  a  research  paper  on  the  methodology  of  outreaching  highly  vulnerable, 
often  mobile,  sometime  homeless,  fiscally  challenged  African  American  women.  The 
endurance,  both  methodologically  and  emotionally,  that  was  required  by  our  study  team  to  “stay 
with  it”  to  outreach  and  attempt  to  contact  these  study  participants  exceeded  everything  that  has 
been  written  in  the  methods  research  literature.  Lewis  has  been  conducting  field  research  since 
1983  with  extramural  grants  and  nothing  in  these  prior  experiences  prepared  her  for  the  onerous 
recruitment  efforts  that  were  needed  for  the  current  grant.  For  example,  some  of  the  listed  phone 
numbers  for  the  women  were  homeless  shelters;  some  were  phone  numbers  at  which  the  woman 
no  longer  lived;  some  were  phone  numbers  for  multiple  other  persons  who  were  unable  to  say 
when  the  woman  might  be  home  to  receive  the  phone  call.  Our  spreadsheets  used  to  track  the 
timing,  day  of  week,  and  frequency  of  phone  calls  was  fastidiously  maintained  in  order  to 
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maximize  our  effectiveness.  [No  women’s  names  were  used,  only  code  numbers  unless  the 
woman  gave  the  intermediary  permission  to  release  her  identification  to  the  interviewer.] 

We  have  now  completed  all  outreach  contact  calls  for  all  Phase  1  women  that  are  in  our 
recruitment  county’s  population  database.  Dr.  Ling  Song,  our  CoPI  and  county  epidemiologist, 
updated  that  population  database  throughout  the  past  funding  year,  including  comparing  phone 
numbers  in  the  data  base  with  the  most  current  phone  numbers  available  through  other  records, 
including  medical  clinic  records  locally.  [Study  team  members  remained  ‘blind’  to  these 
numbers;  only  Dr.  Lin  Song,  Ph.D.  had  access  to  that  confidential  data  base,  consistent  with  the 
human  subjects  protocol  that  was  approved.] 

Lewis  hired  and  trained  a  new  Assistant  Research  Project  Manager  in  this  past  funding  year, 
Rachel  Bennett.  Under  the  direction  of  Lewis,  Bennett  assumed  day-to-day  responsibility  for  the 
detailed  documentation  of  all  aspects  of  accrual,  attrition,  and  completion  of  study  interviews. 
All  this  information,  including  information  on  reasons  for  refusing  to  participate,  were 
maintained  in  detailed,  fastidious  notes  on  a  spreadsheet.  We  will  be  using  that  spreadsheet  to 
generate  the  research  methods  paper  on  the  challenges  and  realities  of  outreaching  a  population- 
based  vulnerable  population  of  potential  study  participants. 

STATEMENT  OF  WORK 

7.  Conduct  interviews  for  Phase  1  by  trained  interviewers. 

10.  Conduct  meetings  of  interview  team. 

15.  Complete  Phase  1  interviews. 

STATUS:  Completed. 

We  have  now  identified,  outreached,  and  attempted  6  or  more  [often  10  or  more]  contact 
attempts  to  every  woman  in  the  population  database.  All  interviews  were  conducted  within  the 
protocol  guidelines  and  have  resulted  in  “thick  description”  of  what  fiscally  challenged  African 
American  believe  about  cancer,  breast  cancer,  and  early  detection  and  screening. 
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There  are  virtually  no  more  eligible  women  in  the  BCHP  database.  We  are  now  ready  to 
move  to  Phase  2,  during  which  we  will  conduct  focus  groups  of  women  who  consented  to  be  re¬ 
contacted  by  our  study  team  after  Phase  1  interviews  were  completed.  Focus  groups  will 
constitute  the  main  new  component  of  our  Year  04  work. 

STATEMENT  OF  WORK 

9.  Train  Project  Manager  on  open  coding. 

11.  Begin  transcription  of  first  set  of  interviews. 

12.  Begin  open  coding  of  interviews. _ 

STATUS:  Accomplished. 

We  have  transcribed  and  100%  verified  the  technical  accuracy  of  all  the  interviews  that 
were  completed  for  Phase  1 .  The  Project  Manager  was  not  trained  to  do  the  open  coding 
because  she  did  not  have  sufficient  time  available  to  conduct  that  activity.  Instead,  Dr.  Cobie 
Whiten,  PhD  [a  member  of  the  Advisory  Community  Council],  and  the  Co-PI,  Ellen  Phillips- 
Angeles,  were  technically  trained  to  do  the  inductive  coding.  To  date,  we  have  coded  all  but  10 
interviews  using  inductive  coding  methods.  In  the  next  funding  year,  we  will  further  refine  the 
codes  as  well  as  refine  the  explanatory  theory  about  why  women  chose  to  not  obtain  a  free 
screening  mammogram  when  outreached.  An  example  of  the  detail  with  which  the  transcribed 
interviews  are  coded  follows;  the  data  below  are  from  ONE  PAGE  of  a  multiple-page  summary 
of  the  coding  of  ONE  question  for  a  SUBSET  of  the  interviewed  women  who  participated  in 
Phase  1  interviews.  The  data  below  relate  to  the  interview  question,  What  is  the  worse  thing  you 
can  imagine  if  you  were  to  be  diagnosed  with  breast  cancer?  The  digits  in  parentheses  are  the 
code  numbers  of  the  individual  interviewed  women. 

I  would  die  (#109,  188) 

Dying  (#10943,  397) 

Dying  (#11, 189) 

next  thing  you  know  they’re  gone  (#11, 206) 

Dying  and  leaving  my  family  (#111112, 326) 

I  was  going  to  die  (#1 1 1 14, 300) 
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Dying  (#14, 415) 

#  Dying  (#16553, 207) 

it  will  take  my  life  and  take  me  from  my  family  (#17976, 146) 

How  long  am  I  going  to  be  here  (#18389, 668) 

you’re  cutting  into  my  time  and  I  ain’t  read  to  go  yet  (#18389, 672) 

it  cuts  your  life  short,  and  that’s  it  (#18389,  679) 

Dying. .  .that  I  would  probably  not  live  as  long  as  I’d  like  to  live  (#21478,  111) 

To  leave  this  space,  this  plant,  without  having  really  done  what  I  wanted  to  do  (#21478, 408) 
not  surviving  (#48, 432) 

so  to  say  that  I  don’t  fear  death  would. .  ..is  not  a  lie,  but  to  say  that  I’m  ready  to  go,  I  have 
to  say  I’m  not  ready  to  go  (#7,  329) 

It’s  just  the  death,  um,  I’d  probably  withdraw  more  into  myself  (#93, 601) 

Death,  it’s  the  final,  it’s  a  death  sentence  (#93, 646) 


Telling  me  I  have  cancer  (#111115.  377) 

Just  be  knowing  it  (#  1 25rw,  282) 

Just  to  know  that  I  had  breast  cancer. .  .just  the  thought  of  it  (#125rw,  286, 290) 

I  just  don’t  want  to  ever  be  really  sick  or  diagnosed  with  cancer  (#125rw,  304) 

I  don’t  know. .  .the  worst  would  be  if  he  [doctor]  tell  me  I  have  cancer  (#12603, 322) 
That  would  be  the  worst  thing,  if  I  was  diagnosed  with  it  (#14988, 267) 
is  the  mammogram  something  that  will  or  won’t  cause  me  to  have  some  kind  of 
operation  or  something,  surgery  or  whatever  (#15868,  547) 
the  worst  thing  is  that  it’s  cancerous,  you  know  (#15868,  557) 

If  it’s  malignant,  I’ll  be  thinking  about  dying,  if  it’s  benign,  I  would  be  thinking 
about  surviving  (#16553, 220) 

You  say  this  is  what’s  wrong  with  my  body,  does  it,  do  I  look  any  different  (#93,  610) 

It  was  too  late  to  fix  (#109, 187) 

you’re  never  really  sure  how  fast  it’s  gonna  progress  (#11, 201) 

That  it  [cancer]  would  be  so  far-gone,  they  would  tell  me  I  only  have  a  short  time 
to  live  (#111113,222-223) 

That’s  about  the  worst  thing  for  me.  The  fact  that,  it  would  be  so  far-gone  that  I  couldn’t 
do  anything  but  pray  to  God  (#1111 13,271) 
them  not  detecting  it  in  time  (#17976,  144) 

that  it  was  in  the  probably  the  last  stages  of  it  where  there  was  no  prevention  or 
anything  to  stop  the  breast  cancer  (#44, 143) 
if  I  was  a  stage  4  and  no  matter  what  they  did. .  ..that  it  was  iffy  (#7, 322) 
your  mortality  hit  you  right  in  your  face  again  (#7,  323) 
to  find  out  if  it  was  curable  and  to  give  it  the  fight  of  my  life  (#7, 333) 


Similar  detailed  coding  has  been  carried  out  on  all  of  the  interview  questions  that  were 
used  for  Phase  1  interviews.  In  addition  to  coding  the  Phase  1  interviews  using  open  coding 
inductive  methods,  in  Year  03  we  have  also  reviewed  the  most  recent  published  literature  on 
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attitudes  and  beliefs  about  breast  cancer  and  screening  in  the  published  literature.  A  summary  of 
the  beliefs  in  that  research  literature  by  others  is  summarized  below.  In  Year  04,  we 
will  compare  our  study  results  with  these  prior  published  results.  Our  preliminary  analyses 
revealed  that  most  of  the  beliefs  and  attitudes  in  our  Phase  1  interviews  are  NEW  results  and  not 
contained  in  the  prior  published  studies. 

Belief  Statements  in  Recent  Published  Literature  in  Studies  of  African-American  Women 
Beliefs  about  mammograms _ 

Women  believe  that  mammograms  can  cause  breast  cancer.2 

Women  who  are  not  regular  mammogram  users  believe  that  mammograms  can  cause  breast 
cancer.2 

Women  who  are  not  regular  mammogram  users  believe  that  mammograms  are  painful.2, 5 

Women  who  miss  their  mammogram  appointments  believe  that  getting  a  mammogram  is  an 
embarrassing  experience.4 

Women  believe  that  cost  prevents  them  from  getting  a  mammogram.5, 8 

Women  who  live  in  rural  areas  worry  about  the  cost  of  mammograms.8 

Women  who  live  in  rural  areas  believe  the  cost  of  a  mammogram  prevents  them  from  getting 
one.8 

Women  who  miss  their  mammogram  appointments  believe  that  there  is  no  reason  to  get  a 
mammogram  if  a  woman  is  not  sick.4 

Women  who  miss  their  mammogram  appointments  or  don’t  get  mammograms  believe  that  a 
woman  does  not  need  a  mammogram  if  she  has  no  symptoms  or  no  problems  with  her  breasts4, 5 

Women  believe  that  a  mammogram  is  not  necessary  if  there  are  no  problems  with  their  breasts.57 

Women  who  do  not  obtain  regular  mammograms  believe  that  mammograms  cannot  detect  cancer 
early.2 

Women  who  live  in  rural  areas  do  not  get  mammograms  because  they  don’t  understand  how  they 
are  performed.8 

Beliefs  about  God/Powerful  Others _ 

Women  believe  that  God  controls  their  health.1, 7 


12 


The  more  a  woman  believes  in  God  as  the  one  who  controls  her  health,  the  less  likely  she  is  to 
*  adhere  to  CBE  and  mammography.1 

Women  who  doubt  the  value  of  early  diagnosis  of  breast  cancer  believe  in  powerful  others.7 

Women  who  believe  that  all  women  can  be  cured  from  breast  cancer  have  strong  beliefs  in 
powerful  others.7 

Women  with  the  greatest  belief  in  powerful  others  believe  that  early  diagnosis  gives  one  longer 
to  worry  and  be  sick.7 

The  more  education  a  woman  has,  the  less  she  believes  that  her  health  is  controlled  by  chance  or 
powerful  others.7 

Beliefs  about  breast  cancer  (including  causes) _ 

Women  do  not  believe  that  breast  cancer  incidence  increases  with  age.2 
Women  do  not  want  to  know  if  they  have  breast  cancer.8 

Women  do  not  get  mammograms  because  they  do  not  want  to  know  if  they  have  breast  cancer.8 
Beliefs  about  breast  cancer  (cures/early  diagnosis) _ 

Women  who  miss  their  mammogram  appointments  believe  that  breast  cancer  cannot  be  detected 
early4 

Women  who  do  not  get  mammograms  are  not  confident  that  breast  cancer  can  be  cured.3 
Women  are  unsure  if  about  half  of  the  people  with  breast  cancer  can  be  cured.7 
Women  are  unsure  if  they  benefit  from  the  early  diagnosis  of  breast  cancer.7 
Women  doubt  the  value  of  early  diagnosis.7 
Women  believe  that  all  women  can  be  cured  from  breast  cancer.7 

Women’s  worries _ 

Women  worry  about  their  health7, 5’ 8 
Women  worry  about  finding  breast  cancer.5, 8 

Women  who  worry  about  finding  breast  cancer  do  not  get  mammograms.5, 8 

Breast  cancer  prevention  beliefs _ _ 

Women  do  not  know  or  are  unsure  if  they  can  prevent  breast  cancer.7 
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Beliefs  about  death/dying 


Women  who  believe  in  chance  believe  that  all  women  with  breast  cancer  will  die.7 

Women  do  not  believe  that  having  a  mammogram  decreases  their  chances  of  dying.5 

Miscellaneous  beliefs 

Women  believe  that  health  is  a  matter  of  luck.7 

Reportable  Outcomes 

1 .  A  population  data  base  of  uninsured  and  fiscally  challenged  African  American  women  can  be 
successfully  phone  contacted  by  “cold  calls,”  but  it  takes  may  require  10  phone  contact 
attempts  to  successfully  reach  the  women. 

2.  Most  women,  when  successfully  reached  by  an  intermediary,  are  willing  to  be  contacted  to 
be  interviewed. 

3.  The  greatest  number  of  women  “lost”  to  the  study  was  due  to  3  factors:  non-functioning 
phone  contact  numbers;  ineligibility  determined  by  conversation  with  the  women  by  the 
study  intermediary  [  e.g.,  women  stated  they  obtained  a  screening  mammogram  from  another 
source,  not  BCHP];  or  no  one  answered  the  phone  when  the  intermediary  contacted  a 
working  phone  number.  [We  hypothesize  that  “caller  ID”  may  have  kept  the  callee  from 
answering  the  intermediary’s  contact  attempts.] 

4.  Completed  elicitation  interviews  yield  detailed  description  and  elaboration  of  participants’ 
beliefs,  perceptions,  and  attitudes  toward  breast  cancer  and  breast  cancer  screening.  Results 
from  these  interviews  include  data  that  have  not  been  previously  identified  in  the  research 
literature. 

5.  A  Community  Advisory  Committee  of  stakeholders  and  community  members  is  able  to 
assume  a  major  advisory  and  participatory  role  as  supportive  community  partners  in  the 
conduct  and  direction  of  a  population  based  interview  study. 
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6.  Selected  reportable  results  from  a  subset  of  the  Phase  1  interviews  follows;  the  referent  to 
women  in  the  text  below  are  the  study  participants 

Women  fear  the  unknown.  The  unknown  relates  to  both  the  unknown  of  whether  the 
mammogram  will  detect  breast  cancer  and  also  whether  the  disease  will  be  advanced  when  it  is 
detected.  Study  participants  do  not  view  early  screening  and  detection  of  breast  cancer  as  a 
medically  neutral  series  of  events.  Instead,  they  believe  that  early  screening  and  detection  only 
introduces  problems  or  troubles  when  a  woman  is  free  of  breast  symptoms. 

Women  fear  mortality  from  breast  cancer.  Although  some  know  and  talk  about  the 
importance  of  early  detection,  some  also  believe  that  there  is  really  no  cure  for  the  disease,  no 
matter  when  it  is  detected.  In  short,  the  diagnosis  of  breast  cancer,  even  early  stage  breast 
cancer,  becomes  a  kiss  of  death,  not  hope  for  recovery  and  a  lull  life  unrelated  to  breast  cancer. 
In  fact,  there  is  only  one  interview  that  is  coded  so  far  in  which  a  “successful”  outcome  from 
breast  cancer  was  either  known  or  identified. 

Treatment  for  breast  cancer,  including  surgery  and  chemotherapy,  conjures  up  dread  and 
negativity  in  the  women.  They  fear  they  will  no  longer  be  a  whole  woman  with  a  mastectomy; 
they  fear  rejection,  exploitation,  and  taunting  from  men.  Only  one  of  the  interviewees  in  the 
coded  data  to  date  said  anything  positive  about  treatment  for  the  breast  cancer.  With  breast 
cancer,  the  women  would  lose  their  sense  of  self  as  a  whole  woman  and  will  be  rejected  by  men. 

Overall,  this  means  that  there  is  no  win-win  with  early  detection  through  screening 
mammograms  for  these  women.  If  the  disease  is  caught  early,  they  do  not  believe  in  a  cure.  If 
the  disease  results  in  a  mastectomy,  they  have  two  responses:  the  disease  will  spread  because  of 
the  surgery  itself  or  they  will  feel  disfigured  and  less  of  a  woman.  If  they  get  treatment  from 
chemotherapy,  they  think  the  chemo  will  do  things,  bad  things,  to  their  body.  Even  hair  loss 
would  be  unbearable  for  some. 
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Personal  risk  for  breast  cancer  is  totally  misunderstood.  Women  believe  that  if  there  is  no 

» 

history  of  breast  cancer  in  their  family,  they  personally  have  no  risk  for  the  disease.  Our 
speculation  is  that  their  perceived  low  personal  risk  for  breast  cancer  would  further  push  them 
away  from  choosing  a  screening  mammogram.  For  some  women,  breast  cancer  is  a  non-issue. 
This  is  much  more  than  believing  they  are  not  susceptible  to  the  disease.  It  means  that  breast 
cancer  is  not  even  on  their  personal  radar  screen  as  being  relevant  to  them. 

Breast  surgery  and  the  spread  of  breast  cancer  is  totally  misunderstood.  Some  women  think 
that  exposure  to  air  either  introduces  the  cancer  or  the  actual  surgery  itself  spreads  the  cancer  to 
other  parts  of  the  body.  This  again  creates  a  no-win  situation:  Biopsy  is  viewed  as  spreading  the 
cancer,  not  detecting  the  disease  and  thereby  allowing  for  successful  treatment. 

The  women’s  models  of  causation  and  risk  factors  for  breast  cancer  are  not  the  same  models 
that  are  known  in  the  medical  literature.  Risk  factors  for  study  participants  included,  among 
other  factors:  large  breasts,  smoking,  and  [alcoholic]  drinking. 

Data  obtained  to  date  suggest  that  new  informational,  educational,  and  outreach  materials  are 
needed,  including  those  that  directly  address  the  “incorrect”  risk  factors;  the  beliefs  that 
screening  procedures  damage  the  woman  or  cause  her  “problems”  when  she  is  symptom  free; 
and  which  deal  directly  with  quality  of  life  that  can  be  positive  post-surgery,  including  for 
sexually  active  women.  Death  and  suffering  stories  need  to  be  complemented  with  quality  of  life 
survivorship  stories. 

The  data  also  have  major  significance  for  the  development  of  NEW  cultural  training 
materials  and  workshops  for  medical  providers  and  their  health  care  assistants,  including 
radiology  technicians,  nurses,  and  physicians,  among  others. 

Conclusions 

Completed  interviews  from  Phase  1  have  yielded  thick  descriptions  of  culturally 
embedded  factors  and  beliefs  that  affected  the  study  participants’  decisions  to  decline 
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participation  when  outreached  for  a  free  breast  cancer  screening  program.  Many  of  these  factors 
have  not  been  documented  in  prior  published  research. 

In  the  next  year,  we  will  conduct  focus  groups  in  order  to  further  refine  results  obtained 
from  the  completed  Phase  1  interviews.  Year  04  [no  cost  extension]  will  put  primary  emphasis 
on  Phase  2  focus  groups  as  well  as  on  professional  papers  and  presentations.  We  will  also  plan 
to  submit  a  new  grant  to  develop  new  educational  outreach  materials  and  related  training 
materials. 
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